In developed countries at present, death mostly occurs in hospitals, but the circumstances and factors associated with the quality of organization and care surrounding death are not well described.
were included for assessment, only 925 (24.4%) had loved ones present at the time of death; 70.1% had respiratory distress during the period before death; and only 12.0% were in pain. Written protocols for end-of-life care were available in 12.2% of participating departments. Only 35.1% of nurses judged the quality of dying and death acceptable for themselves. Principal factors significantly associated with this perception were availability of a written protocol for end-of-life care, anticipation of death, informing the family, surrogate designation, adequate control of pain, presence of family or friends at the time of death, and staff meeting with the family after the death.
Conclusions: This large prospective study identifies nonoptimal circumstances of death for hospitalized patients and a number of suggestions for improvement. A combination of factors reflected in the nurses' satisfaction may improve the quality of end-of-life care.
Arch Intern Med. 2008; 168(8) : [867] [868] [869] [870] [871] [872] [873] [874] [875] F OR THE TERMINALLY ILL PAtient, returning home to die has been suggested as a means ofensuringapeacefulanddignified death in the company of loved ones while providing pain control. Nevertheless, most deaths now occur in hospitals on both sides of the Atlantic. 1, 2 In recent years, a reappraisal of treatment goals and patient rights has driven major changes in the definition of what could be termed "a good death," which now involves an experience that is as positive as possible for the patient and family. Work conducted in the United States to uphold patients' rights prompted the development of a number of recommendations. [3] [4] [5] In France, where medical care is often described as paternalistic, recommendations have been developed by learned societies, 6, 7 prompted in part by heated public debates and widely publi-cized trials of physicians charged with hastening the deaths of terminally ill patients. 8 Legislation passed in 1999 and 2002 now mandates that the rights of dying patients be upheld and that highquality end-of-life palliative care be provided and futile curative therapies be withdrawn. [9] [10] [11] Paradoxically, the circumstances surrounding the growing proportion of deaths occurring in hospitals have received little research attention. 12 A few studies published during the past few years suggested that recommendations were frequently ignored, staff members were not trained in end-of-life issues, and markers for the quality of dying were not evaluated. [12] [13] [14] [15] [16] [17] However, most of these studies were conducted before the introduction of new legislation in the relevant countries or focused on treatment limitation decisions in the intensive care units (ICUs). 16, 18 We conducted a large multicenter cross-sectional study of French hospitals, shortly after the introduction of the new legislation, to investigate the circumstances in which patients died and to evaluate factors associated with nurses' perceptions of the quality of death.
METHODS

DEVELOPING THE STUDY INSTRUMENT
First, we reviewed the literature for factors associated with quality of end-of-life care 2, 5, 6, [19] [20] [21] [22] and used this information to develop a preliminary questionnaire, after conducting semidirective interviews with a panel of 8 bedside nurses and 4 physicians working in the ICUs and wards of the 900-bed Henri Mondor Hospital near Paris. The questionnaire explored markers for good communication, quality of end-of-life care, traceability, and degree of satisfaction of the physician and nurse with the quality of the death. The questionnaire was then field tested during a 4-week qualitative feasibility study in the surgical ICU. Finally, we conducted a quantitative feasibility assessment among the staff members of 18 clinical departments in the same hospital, during which physicians and bedside nurses were asked to describe the last death that had occurred in the department. Of the 235 deaths described, 54 (3 in each department) were retrospectively evaluated by the study investigators, who interviewed the staff members involved in the patients' care and reviewed the patients' medical records and nurses' logs.
The results of this preliminary phase showed that very few physicians were able to describe the last hours of dying patients; indeed, the nurses reported that physicians were present in 22 cases (9.4%). In addition, there was a substantial amount of missing data for deaths that had occurred more than 10 days before completion of the questionnaire.
The final instrument consisted of the following: (1) a description of the main characteristics of the department and of the dying patient, including subjective assessment of the patient's consciousness by the nurse during the corresponding shift; (2) the reason for admission according to the senior physician, determined at admission; (3) the last hours preceding the patient's death, including information given by the medical staff about a death that was expected for at least 3 days or during the corresponding shift, decisions about lifesustaining treatment before the time of death, information given to the patient and family, changes in clinical course, analgesic use, comfort care, and the presence of loved ones; (4) the information recorded at the time of death, including the level of analgesia and presence of staff, loved ones, or a member of the clergy; and (5) a subjective assessment by the nurses of the quality of the death, in particular in a positive response to the question "Do you feel that these circumstances would be acceptable for yourself?" The questionnaire (translated into English) is available from the authors on request.
QUESTIONNAIRE ADMINISTRATION
Given the results of the preliminary study, the bedside nurse was considered the most knowledgeable staff member regarding patient treatment and the wishes of the patient and family at the time of death. Nurses were thus asked to complete the questionnaire for the next death occurring within a 2-month period. A single death was expected to be recorded by a given nurse within each department. Data on the setting and clinical course for each patient on the day of death were collected prospectively, and the questionnaire was to be completed and sent back within 10 days of the death. Deaths described more than 10 days after they occurred were excluded from data analysis.
STUDY CENTERS
Among the 1000 public hospitals in France, we selected only those that had an ICU. In January 2004, an invitation to participate in the study was sent to the heads and senior head nurses of all clinical departments of the 294 French public hospitals (85 teaching hospitals and 209 general hospitals). Reminders for a reply were sent 2 and 4 weeks after the first invitation.
The centers agreeing to participate were sent the questionnaire to collect the main characteristics of the department, including their annual number of admissions and deaths, number of nurses, ratio of nurses to patients, and usual practice for treatment of dying patients.
ETHICAL CONSIDERATIONS
The institutional review board of Henri Mondor Hospital approved the study. The questionnaire contained no information that identified the patient or the nurse. Informed consent was waived for this anonymous observational questionnaire survey.
STATISTICAL ANALYSIS
Data are reported as means (1 SD) or medians (25th-75th percentile range) for continuous variables and as percentages for qualitative variables. Univariate associations were evaluated using the Wilcoxon signed rank test for quantitative data and the 2 test for qualitative data or the Fisher exact test for groups with low frequencies. All statistical tests were 2-tailed, and PϽ.05 was considered significant. The odds ratios and respective 95% confidence intervals were estimated separately for each variable using unconditional logistic regression models. A logistic regression was performed. The dependent variable was perception of the death as acceptable to the nurses according to self-report. Variables yielding PϽ.10 in the univariate analysis were considered for multivariate analysis and examined in multiple 2ϫ2 analyses to assess first-order interactions and confounding by fitting multiplicative models. A backward stepby-step procedure was used to enter the variables thus selected into a logistic regression model. Goodness of fit of the model was assessed using the Hosmer-Lemeshow test. Statistical tests were performed using SAS statistical software (version 9.1.3; SAS Institute Inc, Cary, North Carolina).
RESULTS
PARTICIPATION
The 2750 clinical departments within the 294 hospitals selected for participation were contacted directly. Of these 2750, 1517 (55.2%) initially agreed to participate; 1033 (37.6%) completed the survey, and 484 (31.9%) were secondarily excluded because of missing information on the preliminary questionnaire (n=234), lack of availability of the corresponding nurse to record the circumstances of the last death (n=57), or inability to complete the survey because of organizational constraints (n=193).
Of the 1033 participating clinical departments, 420 recorded no death during the study period and 613 declared at least 1 death. These 613 departments were located in 200 hospitals (68.0% of the initial 294) distrib-uted throughout France (92.0% of 100 French districts); 189 (30.8%) were housed in teaching hospitals and 424 (69.2%) in general public hospitals. A local palliative care structure was available in 123 hospitals (61.5%).
Data were recorded on 3793 deaths, with a range of 5 to 20 [27.7%] ). Specific written protocols for end-of-life decision making and care were available in only 75 departments (12.2%), but 991 of the deaths analyzed (26.1%) occurred in these departments.
RESPONDENTS' CHARACTERISTICS
The ratio of male to female responding nurses was 0.13, and their mean age was 35 (9) years. The mean number of patients in the charge of each respondent was 4 (2) in the ICUs, 6 (3) in emergency departments, and 9 (2) in the wards. Approximately two-fifths of the nurses (n=1452 [38.3%]) had received 1 or more training sessions on end-of-life issues.
PATIENTS' CHARACTERISTICS
The male to female ratio of the 3793 dying patients was 1.28 and their mean age was 68 (18) years. End of life was the main reason for admission for 882 patients (23.3%), and a malignant neoplasm was the most common chronic disease recorded ( Table 1) . Only 645 patients (17.0%) were institutionalized before hospital admission. Almost one-half of the patients (1881 [50.0%]) had been identified as terminally ill for at least 3 days before death ( Table 2) , and 1822 (48.0%) had not-to-beresuscitated (NTBR) orders; of these, most (1722 patients [45.4%]) also had decisions to withhold or withdraw other treatments, which were recorded in their medical record in 759 cases (44.1%). Almost one-third of patients (1128 [29.7%]) were conscious; only 249 (6.6%) had expressed their wishes about no life-prolonging treatment and 544 (14.3%) had designated a surrogate decision maker, including 351 patients (18.7%) in whom death was expected for at least 3 days ( Table 2) .
PRESENCE OF RELATIVES AT THE TIME OF DYING
The staff members had met with at least 1 family member of the dying patient in most cases (3721 [98.1%]), and the family had been informed in the preceding hours that death was imminent (2613 [68.9%]). The nurse expected the patient to die during the corresponding shift in 2809 cases (74.1%).
Slightly more than half of the patients (2032 [53.6%]) died during the day, between 7 AM and 7 PM. A family member or relative was present at the time of the death in only 925 of all cases (24.4%), and in 809 (43.0%) when death was expected for at least 3 days ( Table 2 and Table 3 ). In 612 cases (16.1%) , no one was in the room ( Table 3 ). The bedside nurse was actually in the room at the time of death in 1678 cases (44.2%), but rarely was a physician present (770 cases [20.3%]) ( Table 3) . One or more members of the health care team met with the family after the death in 2798 cases (73.8%); in half of all deaths (1903 [50.2%]), these meetings were conducted by the nurse alone.
SYMPTOMS AND END-OF-LIFE CARE
More than two-thirds of the patients (n=2659 [70.1%]) were described as having respiratory distress, but only 455 (12.0%) were considered in pain and the opioid dosage was increased for 336 patients (8.9%) within a few hours before death. Overall, 1676 of all patients (44.2%) received opioid analgesics as comfort treatment at the moment of death, including 1092 (58.1%) of those in whom death was expected for at least 3 days ( (Table 2) .
Life-sustaining treatment was provided to 1214 patients (32.0%), including in 814 of deaths occurring in ICUs (77.4%), 48 of those in emergency departments (21.1%) , and 352 of those in wards patients (14.0%). At the time of death, resuscitation was attempted in 542 patients (14.3%), 98 (18.1%) of whom had NTBR or treatment-limitation orders. Abbreviation: NYHA, New York Heart Association. a The total is greater than 100% because some patients had more than 1 disorder.
QUALITY OF DEATH AS PERCEIVED BY THE NURSES
The quality of the death was judged acceptable by nurses in 1560 deaths (41.1%), and in 1332 (35.1%), the nurses believed that it would be perceived as such by themselves or their own relatives. Variables significantly associated with the perception by the nurses of an acceptable death were the availability of a written protocol for end-of-life care in the department, a higher ratio of nurses to patients, anticipation of death by the nurse, designation by the patient of a surrogate decision maker, an NTBR order or treatment-limitation decision recorded in the patient's medical record, adequate control of pain before death, information from the family that death was imminent, the presence of family or friends at the time of death, and a staff meeting with the family after the death ( Table 4 and Table 5 ).
Among the most subjective reasons why nurses judged the quality of the patient's death as poor in 2233 cases were the physical deterioration (267 cases [12. 0%]), major moral suffering (167 [7.5%]), loneliness at the time of death (121 [5.4%]), major inappropriate care despite an expectation of death (109 [4.9%]), and major physical suffering (98 [4.4%] ).
COMMENT
We conducted, to our knowledge, the largest study of the organizational features of end-of-life care and circumstances surrounding death among hospitalized patients in more than 600 hospital departments throughout France. Our results show the common absence of loved ones at the patient's bedside, several markers of an insufficient palliative care approach at the time of death, and a high level of dissatisfaction among nurses. The findings were only marginally better when death had been anticipated.
The major finding of our study is the frequent failure to adopt a palliative care approach at the time of death, despite anticipation of death in 74.1% of patients and admission of approximately one-fourth (23.3%) for endof-life care. First, only one-fourth of the patients (24.4%) had loved ones present at the time of death, and onefifth were left alone. Studies in ICUs have shown that the presence of relatives at the time of death is associated with the perception of a higher quality of end-of-life care. 18, 23 Second, although 70.1% of patients showed symptoms of respiratory distress, 4, 17, 24 only 44.2% received opiate analgesics during the last few hours of life and only 12.1% had a palliative care consultation. Although the patients in our study were younger, more self-sufficient, and less likely to have cancer compared with those in earlier studies, 1, 17 pain management in dying patients also varies widely with physician-related factors, such as experience and individual characteristics. 25, 26 The blurred boundaries between advanced disease and end-of-life care, notably when the patient is not diagnosed as having a terminal illness, may generate reluctance among staff members to make the transition from curative to palliative care. 27 In addition, staff members may fail to fully appreciate the overall course of the patient and adapt the level of care or to consider the patient's and the family's views. 27 In our study, 18.1% of patients underwent invasive resuscitation with NTBR or treatment limitation orders. This could be explained by the insufficient spread of a culture for shared decisions and of insufficient communication about palliative care, suggesting a need for improved training of nursing staff in end-of-life care issues and of physicians on palliative care. 28 Changes in legislation and good clinical practices in this field receive minimal attention in the medical school curriculum in France.
That only 35.1% of nurses were satisfied with the quality of death of their patients is another important finding in our study. As confirmed in our study, nurses are at the hub of end-of-life care because they are in a unique position to interact with the patient, the family, and the physicians. 29, 30 Failure to involve the nurse at all steps of the patients' treatment is often associated with nurse dissatisfaction. 15, 18, 31 Other factors may include a high ratio of patients to nurses. Our data, which reflect usual practice in French hospitals, raise concern that dissatisfaction with end-of-life care may generate frustration, feelings of guilt, and lack of a sense of achievement among staff. 15 Factors associated by nurses with the perception of adequate end-of-life care in our multivariate analysis were attention to end-of-life issues manifesting as regular staff meetings and the availability of written protocols for end-of-life care, recorded in only 12.2% of the departments in our study. Written procedures that are accepted by all staff members decrease the risk that individual opinions may influence difficult decisions and improve the quality of patient care at the end of life. 32 The implementation of such procedures has been shown to detect a higher rate of treatment refusal by patients 24, 33, 34 and to improve the acceptance and traceability of decisions. 33 Our study has a number of limitations. First, the 22.3% response rate from clinical departments suggests a potential selection bias. Conceivably, nurses who participated were more likely to be dissatisfied. Nevertheless, our study is the largest survey in this field that includes a representative sample of French hospitals. Second, al-though all questionnaires were completed within 10 days of the death, the ratings are difficult to interpret, most notably those on the competence of the patient or the method used to designate the surrogate. Third, to keep the questionnaire reasonably short, we did not obtain qualitative data on items such as communication with the patient. Fourth, we did not explore the perceptions of physicians and relatives, which would have been a useful complement to the analysis of the nurses' perceptions. Although a "good death" certainly varies according to the individual patient's needs and is difficult to define in operational terms, staff and relatives' satisfaction are accepted surrogate markers to assess its quality. 24, 31, 35, 36 Several recent studies have shown that attention to families' needs has a positive effect on their satisfaction. [37] [38] [39] However, because of the frequent absence of relatives and physicians at the patient's bedside, we selected to study only the nurses' perceptions to assess the routine quality of organization and care pro- vided to dying patients. Finally, our data represent clusters of patients within departments, but we did not account for this clustering in our analysis. The possible discrepancy resulting from this analysis must be small given that there is an important number of departments and small clusters of patients per department.
In conclusion, despite the availability of national legislation and recent guidelines for end-of-life care, 7, 11 our study identifies a number of barriers to high-quality end-of-life care and provides a number of suggestions for improvement. Improved training of health care workers and greater recognition of the importance of end-of-life care in hospitals constitute potential avenues for improvement. Our results suggest that a combination of factors reflected in nurses' satisfaction can define quality in end-of-life care, including the presence of loved ones, designation by the patient of a surrogate decision maker, and written procedures. 2, 18 Our results also suggest a need for concerted and pragmatic efforts, including the widespread implementation of qualitative assessment of end-of-life procedures, following the example set in other fields of medicine. 35, 36, 40 An important potential benefit would be to reduce the burden imposed on the patients, their families, and the staff associated with inappropriate therapies. 15, 31, 41 In the long term, these efforts are expected to fully integrate palliative care into the spectrum of medical school curricula and into care delivered in hospitals, and also to improve quality of care through widely shared approaches. 29, 42, 43 Staff meeting with the family after the death 1.6 (1.3-1.9) Ͻ.001
Abbreviations: CI, confidence interval; ICU, intensive care unit; NTBR, not to be resuscitated; OR, odds ratio. a Data were reported by nurses. Multiple logistic regression was performed. The dependent variable was the death being perceived as acceptable to the nurses or family (as reported by the nurses). The independent variables were factors with P Ͻ .10 in the univariate analysis. The P value by the Hosmer-Lemeshow goodness-of-fit test was 0.72, indicating good fit of the logistic model.
